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NDSS is creating a world where individuals with

Down syndrome thrive.




NDSS Core Pillars

NDSS supports and advocates for the Down syndrome
community by focusing on four key pillars:
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Resources Advocacy Community
Research .
& Support & Policy Engagement
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NDSS Gala & Auction

March 12,2026
New York City, NY

Racing For 3.21
March 21,2026
Virtual

Run For 3.21

March 21,2026
West Coast
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Down Synd rome
Advocacy
Conference

Brighter Futures

Conference

March 27 - 28, 2026
Worcester, MA

Down Syndrome
Advocacy
Conference

May 11-13, 2026
Washington D.C.

New York City Buddy
Walk

September 12, 2026
New York City, NY
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Advocating for High Quality Healthcare

Agenda

* Introduction by Dana Sciullo at 12:00pm EST
« Charlotte Woodward (self advocate)
— Personal experiences advocating for healthcare
« Dr. Brian Chicoine
— Tools and guidance to partner effectively with clinicians
« Q&A
« Closing at 1:.00pm EST




Charlotte Woodward

Programs Associate at
NDSS

Supports the development of
programs including
education, employment,
policy and advocacy, and
health and wellness
Graduated Summa Cum
Laude from George Mason
University with a bachelor’s
degree in sociology with a
concentration in inequality
and social change
Charlotte Woodward Organ
Transplant Discrimination
Prevention Act




Self Advocacy in Healthcare

Here are a few ways medical professionals can make me feel more
comfortable:

« Greet me and speak to me respectfully

« Presume competence

« Show interest in me and my life

« See me as a person rather than as a diagnosis
» Ask for permission before touching me

« Speak directly to me

« Thoroughly explain all procedures

« Ask meif | have questions




Clinician Education

Self-Advocacy at Medical Appointments

‘Why I'm going: When my symptoms started:
(O Healthy check-up
O Sick:
O Injured:
_— How you can help me
Oother. feel comfortable:
My symptoms: () Tell me what you're going to do.
O Talk slowly.

O Write information down.

() Use hand gestures.

() Use pictures,

) Avoid medical jargon.

O Talk to me first, not my support
person.

Where my symptoms are:

Front Back O Bright lights bother me.
O Loud noises bother me.
O Other
O Other:
s My questions & concerns:
Fav

Wong-Baker FACES® Pain Rating Scale
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Brian Chicoine, MD

» Medical Director Advocate Medical Group Adult Down
Syndrome Center

 Faculty, Advocate Lutheran General Family Medicine
Residency

« NDSS Scientific and Clinical Advisory Board Member
« CARE Down Syndrome Lead Author and Reviewer

:,’.ll Advocate Medical Group

- Adult Down Syndrome Center




A Growing Need

Life expectancy in years
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Bittles, 2004, Coppus, 2008, Glasson, 2002, Zhu, 2013



8-Fold Increase in Adult Population

People with Down syndrome in the United States
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Figure 5. Population of people with Down syndrome in the USA, 1950-2018

Down Syndrome Population USA Fact Sheet

Estimated #
of people with
Down
syndrome 20
years of age
or older



https://docs.downsyndromepopulation.org/factsheets/down-syndrome-population-usa-factsheet.pdf

Who is Providing Medical Care?

* 5% of adults
« Down syndrome specialty clinics
* 95% of adults
« Family physicians
* Internists
* Geriatricians
 Other primary care clinicians

Santoro et al. 2021




What Can You Do?

Strategies

* |dentify clinicians
* Increase awareness in
medical settings

* Provide critical medical
and functional information
to providers and people
with Down syndrome

« Share resources

H My Health H
Passport

If you are a health care professional who will be helping me,
o PLEASE READ THIS 0
before you try to help me with my care or treatment.

ly ame i
1like to be called: Attach
ate of birth: Y yc;u:
l{
y primary care physician: phcu!e
nnnnnnnnnnnnnnnnnnnnnn | ere!
ced.
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CARE Down ===
Syndrome

A Clinical Education
Hub for Healthcare
Professionals

Only an estimated 5% of adults with Down syndrome in the
U.S. have access to specialty Down syndrome clinics. That
means 95% rely on you, their primary care professional.




Find a Clinician

National Down Syndrome Society - Clinic Map
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https://ndss.org/healthcare-professionals

Connect with Families & Down Syndrome Organizations

https://ndss.org/resources/local-support
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https://ndss.org/resources/local-support
https://ndss.org/resources/local-support
https://ndss.org/resources/local-support

Desired Qualities of a Health Professional

A belief that all individuals with Down syndrome
deserve the same respect and care provided to any
patient

« A willingness to listen to and learn from individuals
with Down syndrome, families, care professionals,
and other clinicians

* An understanding that problems that occur are not
necessarily “just Down syndrome” (diagnostic
overshadowing)




Provide Critical Medical and Functional Information

My Health

Passport

If you are a health care professional who will be helping me,
o PLEASE READ THIS o

before you try to help me with my care or treatment.

My full name is:

I like to be called: Attach
Date of birth: [ /| el
My primary care physician: plcture
Physician’s phone number: .~~~ here!

-

My brief medical history: (include other conditions (e.g. visual
impairment, hearing impairment, diabetes, epilepsy) past operations, ilinesses,

and other medical issues)

This passport has important information so you can better
support me when | visit/stay in your hospital or clinic.

Please keep this with my other notes, and where it may be easily referenced

My signature: Date completed: /

You can talk to this person about my health:
Phone number: Relationship:

e‘. | communicate using: (e.g. speech, preferred language, sign language,

communication devices or aids, non-verbal sounds, also state if extra time/
“ support is needed)

My current
medications are:

When | take my
medication, | prefer
to take it: (=g with water,
with food)

I am allergic to: (list medications or fonds, &g penicilin, peanuts)

If 1 am in pain, | show
it by (also note if | have a
lowrhigh pain tolerance)

If | get upset or dis-
tressed, the best way
you can help is by:
(e.g. play my favorite music)

Health Passports

national down syndrome society



https://adscresources.advocatehealth.com/information-forms-to-share-with-hospitals-and-clinics/

Prepare the Person with Down syndrome

Visuals For Medical HELPING A
: PERSON
Appointments STt noae
Ko SYNDROME
PREPARE FOR
A HOSPITAL
STAY

+ Advocate Medical Group g Advocate Medical Group f :
Adult Down Syndrome Cente A e S el ’ L/

Medical Appointments Hospital Stay



https://adscresources.advocatehealth.com/resources/visuals-for-medical-appointments/
https://adscresources.advocatehealth.com/resources/preparing-for-hospital-stays/

Share Resources

« Understand that physicians and many other
health professionals get limited training on
caring for adults with Down syndrome

* A necessary opportunity to assist physicians
and other health professionals improve their
understanding of caring for adults with Down
syndrome




CARE . EIevating

Primary Care
DOWN - for Aduits with
SYNDROME Down
Syndrome

national down syndrome society

A Clinical
Education and
Resource Hub for
Healthcare
Professionals

careds.org




CARE V/
DOWN

What You'll Find... SN@M

[v] . =

| e»
Self-Paced Reference Resource
eLearning Course Articles Library
» 2-hour eLearning course » 17 Articles * Includes a list of external
» Covers topics such as » Peer-reviewed articles, websites, visuals,
common health e Each writtenon a guidebooks, and more for
conditions, avoiding different health related medical professionals to
diagnostic topic use
overshadowing, Down » Topics include * Downloadable patient
Syndrome Regression Alzheimer’s disease, education materials
Disorder, and pain mental health, weight
* CME accredited for 2 management, and sleep
credits « CME accredited for 0.25
* No cost credits each
* No cost



CARE \V/
DOWN
SYNDF\29ME
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Join us in elevating
primary care for adults
with Down syndrome

Visit careds.org
to learn more



Medical Care Guidelines

FROM THE AMERICAN ACADEMY OF PEDIATRICS

Supplemental Information

 Health Supervision for Children
and Adolescents with Down
Syndrome

€ GLOBAL

N DOWN SYNDROME FOUNDATION"

e GLOBAL Medical Care Guidelines
for Adults with Down Syndrome

GLOBAL DOWN SYNDROME FOUNDATION
MEDICAL CARE GUIDELINES
for ADULTS WITH DOWN SYNDROME



https://publications.aap.org/pediatrics/article/149/5/e2022057010/186778/Health-Supervision-for-Children-and-Adolescents
https://publications.aap.org/pediatrics/article/149/5/e2022057010/186778/Health-Supervision-for-Children-and-Adolescents
https://publications.aap.org/pediatrics/article/149/5/e2022057010/186778/Health-Supervision-for-Children-and-Adolescents
https://publications.aap.org/pediatrics/article/149/5/e2022057010/186778/Health-Supervision-for-Children-and-Adolescents
https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/
https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/
https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/

HEIMER'S AGING AND DOWN

PRACTICING INCLUSIVE SEASE AND SYNDROME
MENTAL HEALTHCARE WN SYNDROME AEALTH AND WELL BENG

of Individuals with Down Syndrome A PRACTICAL GUIDEBOOK
- = RRECAREAGIVERS
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Resources ¥ END-OF-LIFE AND
DOWN SYNDROME _ o
/ NDSS Primary Care Provider Guide to

A Companion Guidebook to -
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A HEALTH AND WELL-BEING GUIDEBOOK
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https://ndss.org/resources?audience=162&topical=All&lifespan=All
https://ndss.org/resources?audience=162&topical=All&lifespan=All
https://ndss.org/resources?audience=162&topical=All&lifespan=All
https://ndss.org/resources?audience=162&topical=All&lifespan=All
https://ndss.org/resources?audience=162&topical=All&lifespan=All

Down Syndrome Medical Interest Group-USA

 Membership
« Webinars
- Annual symposium ‘DQMLS}:QSB

SHARE WITH YOUR
HEALTH CARE PROVIDER

P M E C H O +« Down Syndrome Project ECHO is a monthly
rOJ e Ct virtual meeting for health care providers to
learn and seek input from expert providers.

° ° « The DSMIG Speaker Series consists of
e M O nt h Iy VI rt u a I m e et I n g fo r webinars and enduring materials designed to

share knowledge and experience related to

hea Ith Ca re prOfeSS i O na I S th.e.cclre of people with Down syndrome and

clinical research related to Down syndrome.

. « DSMIG vetted resources including articles and
¢ Atten dees. panel Of eXpertS important guidelines
related to child and adult

and CliniCianS Seeking to |earn health issues, and health

utilization by people

more about Down syndrome

find out more at:

* Opportunity to receive input on  FSVIATIYe e
the care of a person with
Down syndrome




Resources for Health Promotion for Adults with

Down Syndrome

e Adult Down
Syndrome Center v
Resource Library LS =L e o=

« CARE Down S
Syndrome Resources

 Special Olympics
—InCIUSiVe He—alth

@ People with oo Families ° Health Care
£ Down Syndrome L&) & Caregivers W& Professional

[l

Inclusive Health



https://adscresources.advocatehealth.com/
https://adscresources.advocatehealth.com/
https://adscresources.advocatehealth.com/
https://adscresources.advocatehealth.com/
https://careds.org/resource-library/
https://careds.org/resource-library/
https://careds.org/resource-library/

Additional Resources

Mental Wellness in Adults with Down Syndrome

BIENESTAR MENTAL EN LOS ADULTOS
CON SINDROME DE DOWN

Mental Wellness NS
in AdUItS With Segunda edicion
Down Syndrome

A Guide to Emotional and Behavioral
Strengths and Challenges



https://adscresources.advocatehealth.com/mental-wellness-in-adults-with-down-syndrome-2nd-edition/

Additional Resources

« Down Syndrome Clinic to You (DSC2U)

 NTG Family Caregiver Resources



https://www.dsc2u.org/
https://www.dsc2u.org/
https://www.the-ntg.org/family-caregiver-resources
https://www.the-ntg.org/family-caregiver-resources

Questions?

 Please use “Q and A” function




Thank you!
Head to www.ndss.org for more

information and additional resources.



http://www.ndss.org/
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